There is a lack of research on sexuality and disability. Women with disabilities are not included in studies of contraceptive methods. There are little data on pregnancy and delivery in women with disabilities. Most existing studies in the United States have been done on acquired rather than congenital disabilities. An overview of parenting research shows that 1) there is little research on parents with physical disabilities and their children, 2) most research on parenting with a disability has been biased, and 3) most research is on issues with school-aged children.
STATE OF THE FIELD
There is a lack of research on sexuality and disability. Women with disabilities are not included in studies of contraceptive methods. There are little data on pregnancy and delivery in women with disabilities. Most existing studies in the United States have been done on acquired rather than congenital disabilities. An overview of parenting research shows that 1) there is little research on parents with physical disabilities and their children, 2) most research on parenting with a disability has been biased, and 3) most research is on issues with school-aged children.
In addition, some of the unique problems and issues for parents with disabilities include how to develop and maintain supportive sexual and nonsexual relationships; how to parent infants and school-aged children, including dealing with teasing that their children face, accessibility issues, and lack of adaptive baby care equipment; obtaining information about sexuality such as how to experience sexual pleasure and risk-taking protection; discrimination from agencies; lack of provider knowledge about sexuality, reproduction, and aging in parents with disabilities; and high incidence of pregnancy and delivery complications.
PRESENTATIONS
Female Sexuality after a Disability, Beverly Whipple, PhD, RN, FAAN fosters personal growth, and contributes to human fulfillment across the life span. Sexuality refers to the totality of a being. This holistic view of sexuality encompasses human qualities, not just the genitals and their function. It includes all the components-biological, psychological, emotions, social culture, and spiritual-that make people who they are. People have the capacity to express their sexuality in any of these arenas without necessarily involving the genitals.
Data suggest that psychological and social factors exert a strong impact on the sexual functioning of women with disabilities and that the issues of the impact of social environment on self-esteem and sexual self-image need to be considered. The trajectory of sexuality in women with complete spinal cord injury (SCI) was found by our team in a qualitative study.
There is a great need for more research concerning sexuality and disability and especially concerning women with disabilities.
Contraceptive Choices for Women with Disabilities: A World of New Possibilities, Eleanor Drey, MD
Unintended pregnancy is a critically important health care issue for women of reproductive age. In general, mortality and morbidity are far higher with pregnancy than with contraception. For women with disabilities, pregnancy may pose additional difficulties or dangers. Effective contraception may be one of the answers to these health problems. Unfortunately many women receive inadequate contraceptive counseling, and safety concerns are frequently overemphasized. New contraceptive methods may offer women with disabilities reliable and appropriate options that also offer additional health benefits.
Improved counseling about the new wealth of contraceptive options is essential to better meet the family-planning needs of women with disabilities.
Parenting from Infancy to Toddlerhood, Judith Rogers, OTR
There is a scant body of nonpathological research that documents positive outcomes for parents with disabilities and their children. Studies at a rehabilitation research and training center called Through the Looking Glass (primarily funded by the National Institute on Disability and Rehabilitation Research) have emphasized a disability culture orientation, considering social obstacles and contextual factors in the lives of parents with disabilities and their children during infancy, school age, and adolescence.
One of the 12 projects of Through the Looking Glass' research was a national survey of parents with disabilities. This was the largest study on parents with disabilities to date and yields data from a national sample of 1175 parents with disabilities. Most parents who answered how adaptive parenting equipment could have improved their lives said that it would have made them more independent or less tired, have made things take less time, have made them feel more secure about child safety, or would have caused less pain. Transportation was cited by 83% as a problem for them as parents with disabilities.
A significant portion of the sample experienced difficulties during pregnancy or childbirth. For example, 24% cited physical or communication access barriers, and 62% found a lack of disability expertise on the part of professionals, attitudinal problems, or interference in the right to become parents. Of particular concern was that 16% of this sample (predominantly middle class, educated, and physically disabled) reported efforts to remove the children from their custody.
Sexuality: Improving the Contexts in which Parents with Disabilities Navigate Sexual Relationships, Mitchell S. Tepper, PhD, MPH The same spirit that raised disability rights issues to a national priority now demands that rights to sexual education, sexual health care, and sexual expression be recognized. The research priorities offered here are, therefore, informed by the Disability Rights Movement, academic disability studies, and medical research. The collective goal of the proposed research agenda is to improve the contexts in which men and women with disabilities navigate sexual relationships.
Greater number of years living with a disability is positively correlated with greater sexual selfesteem, body image, sexual pleasure, and satisfaction. The existing literature supports the theory that sexual pleasure and satisfaction among peo-ple with disabilities represent the culmination of a process of sexual self-discovery that is reflecting of how we learn about sexuality within the dominant sexual culture. The following recommendation for research was presented: Investigation is needed into the nature of the psychological, social, and environmental variables that assist people with physical disabilities develop more positive feelings about their sexual selves and experience more sexual satisfaction and pleasure over time.
Fertility, Pregnancy, and Childbirth: Reproductive Health Issues for Adults with Disabilities, Margaret A. Turk, MD
During the past 20 years, adults with disabilities have become more active in raising the awareness of health and quality-of-life issues, including those of sexuality. Although many of these individuals have experienced a decline in attitudinal barriers to the empowerment achieved through technology, barriers related to sexual functioning, conception, and childrearing with a disability persist. Despite only limited expertise on the topic in the health care and research systems, adults with disabilities have shown they can enjoy active sex lives, conceive, and manage successful pregnancies and deliveries. Meanwhile, our medical "best practices" rest on a very limited science base, and conditions of women with disabilities are not easily identified in traditional texts of obstetrics and gynecology.
Of the major conditions causing disabilities, SCI medicine has the best documented science for the underlying pathophysiology and resultant issue of fertility (for men and women) and pregnancy and childbirth complications. There is much less information regarding women with other types of disabilities. Again, small and retrospective studies have identified possible trends for conditions or complications that women with adult and early onset disabilities may experience.
PANEL DISCUSSION
Following are free-flowing research needs for the multiple questions and data weaknesses raised in the presentations. They are offered by the panelists.
Relationships:
• Effective interventions to prevent dissolution of established relationships because of disability.
• Development and maintenance of good long-term relationships-including how to establish confidence and relationship skills for parents with disabilities.
Parenting:
• Baby care capacities of parents with disabilities
• Best way to help school-aged children with teasing related to having a parent with a disability.
• Factors involved for disabled parents in raising able-bodied children.
• Barriers to discrimination faced by parents with disabilities in adoption/custody awards depending on disabled status.
• What is needed to be an effective and successful parent if disabled? This includes equipment and assistance.
Sexuality and Pregnancy:
• Association between parenting styles and sexuality
• How does autoimmune disease affect sexuality?
• 
RESEARCH PRIORITIES
• What are physiological and social variables that affect sexuality and reproductive health in disabled youth and adults?
• What is the relationship between contraceptive use by women with disabilities and sexual effectiveness, side effects, disability-specific interactions, and STIs correlated to social and economic variables?
• What are long-term studies that could create a viable database informing conception, pregnancy, labor, and delivery in women with disabilities?
• What adaptive equipment is needed by disabled parents to successfully nurture their children?
• How does an adult disability impact family planning, marriage, childbearing, single parenting, custody, and adoption in large populations?
